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Abstract 

The health of adolescents, perhaps more than in any other period of their life, is shaped by 
the social determinants of health (SDH). The constellation of SDH that disadvantages a specific 
group’s health may also make members of that population unable or unwilling to engage in 
health research. To build a comprehensive body of knowledge about how SDH operate within a 
specific social context, researchers must design studies that take into account how various vul¬ 
nerabilities and oppressions may affect people’s experiences of being recruited, interviewed and 
retained in a study. In 2014, we initiated a prospective cohort study with Latino youth living in 
the agricultural area of Salinas, California. We began this study with the understanding that it 
was imperative to develop methodological strategies that actively addressed potential challenges 
in ways that were culturally responsive, community engaged and inclusive. In this article, we de¬ 
scribe our approach to developing best practices in four key areas: 1) building community part¬ 
nerships and engagement; 2) consideration of staffing and staff support; 3) engaging youth’s per¬ 
spectives; and 4) developing culturally appropriate research protocols. In our sample of599 par¬ 
ticipants, nearly all youth identify as Latinx (94 per cent), half (49 per cent) have at least one par¬ 
ent employed as a farmworker, 60 per cent reside in crowded housing conditions, and 42 per cent 
have mothers who did not complete high school. Given these multiple vulnerabilities, we view a 
robust number of youth expressing interest in study participation, the willingness of their parents 
to permit their children to be enrolled, and the achievement of an ambitious sample target as evi¬ 
dence that our efforts to undertake best practices in community-engaged and inclusive research 
were well received. 

Keywords: community engagement, Latino youth, rural environment, social determinants of 
health, cohort. 

Introduction Groups of people who are systemically 

marginalised within a society have poorer 
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health outcomes than those who have access 
to safe living conditions, non-hazardous 
work, a living wage, and educational, health 
and social welfare institutions (Wilkinson & 
Marmot 2003], These types of resources are 
frequently considered to be ‘social determi¬ 
nants of health' [SDH], a term that broadly 
encompasses ‘the conditions in which people 
are born, grow, develop, live, work, and age' 
(Viner et al. 2012], Importantly, the constella¬ 
tion of SDH that disadvantages a specific 
group's health may also make its members 
unable or unwilling to engage in research: 
residential mobility, fear of arrest, non¬ 
comprehension of a national language, or a 
lack of transportation can all be barriers to 
optimal health and to research participation 
(George, Duran & Norris 2014], This has the 
potential to more deeply entrench health in¬ 
equities as populations that go unstudied 
cannot benefit from interventions, treatments 
and services tailored to their needs (Dodgson 
& Struthers 2005; Wilson & Neville 2009], 

To build a comprehensive body of 
knowledge about how SDH operate within a 
specific social context, researchers must 
begin by considering how various vulnerabili¬ 
ties and oppressions may affect people's ex¬ 
periences of being recruited, interviewed and 
retained in a study. For example, members of 
a population that have suffered threats of de¬ 
portation may be wary of interacting with 
people from outside their community and 
thus be challenging to reach through standard 
recruitment and retention channels (Teedon 
et al. 2015], Likewise, a longstanding history 
of exploitation of low-resource communities 
by researchers who were not members of 
those communities could be another barrier 
to people's willingness to participate (Cacari- 
Stone et al. 2014; Sudhinaraset et 
al. 2017]Wallerstein et al. 2014, Sudhin¬ 
araset, Ling et al. 2017. Such exploitation by 
outsiders can have a negative impact that re¬ 
verberates far beyond the research study it¬ 
self. For example, the disclosure of the infa¬ 
mous Tuskegee Study of Untreated Syphilis in 
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the Negro Male, conducted by the United 
States Health Service from 1932 to 1972, has 
been found to be correlated with 'increases in 
medical mistrust and mortality and decreases 
in both outpatient and inpatient physician 
interactions for older black men' (Alsan & 
Wanamaker 2018], A local population's sense 
of distrust or wariness about exploitation can 
also arise in the context of community-based 
organisations if they are perceived as being 
overly accountable to political funding 
sources or other outside interests 
(Marwell 2004], 

If populations underrepresented in re¬ 
search choose to enrol in a study, research or 
survey questions developed for mainstream 
populations may not resonate with them or 
adequately allow for their experiences, which 
may lead to discomfort, frustration or dis¬ 
tress, as well as a perception among commu¬ 
nity members that research is unhelpful. A 
lack of consonance between a population and 
the questions being asked also could result in 
incomplete or poor quality data, and poten¬ 
tially an investment of funds in research that 
yields few results of interest or improve¬ 
ments in population health. Under these cir¬ 
cumstances, the risk of further stigmatisation 
and negative labelling of communities 
through the research process is all too real, 
and a problem-based approach can create a 
pathologising lens for researchers that obfus¬ 
cates the strengths of communities. 

In this article, we discuss the A 
Crecer ('To Grow’] study, which examines 
SDH among Latino youth living in an agricul¬ 
tural community. We undertook this study 
with the knowledge that factors which poten¬ 
tially make these youth vulnerable to poor 
health outcomes may also pose specific chal¬ 
lenges to enrolling them as research partici¬ 
pants. We therefore understood that it was 
imperative from the outset of the study to 
develop methodological strategies that ac¬ 
tively addressed these challenges in ways that 
were culturally responsive, community en- 
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gaged and inclusive. As we set ourselves to 
this task, we interpolated our own identities 
in order to be reflexive about how members 
of this community would see us as 'outsiders', 
or different from them, as well as our shared 
experiences and commonalities. Within this 
article's authorship team (hereafter referred 
to as ‘our team’], which was responsible for 
the design and leadership of the study, two of 
us identify as Mexican American and two as 
children of immigrants. Some of our families 
struggled to make ends meet during our 
childhoods, including by working in the agri¬ 
cultural field economy, while others of us had 
the privilege of financial security. Prior to at¬ 
tending college, a few of us lived in neigh¬ 
bourhoods or attended schools that experi¬ 
enced elevated levels of teen pregnancy and 
violence. None of us grew up in the communi¬ 
ty where we conducted our research, alt¬ 
hough one author has lived and worked there 
for over 30 years and another was raised in a 
similar community in California. 

In designing our approach, we under¬ 
stood that the youth we sought to enrol in our 
study and their families would consider us to 
be outsiders, and therefore our methodologi¬ 
cal strategies needed to address issues of 
building trust and rapport. With this in mind, 
we generated a series of questions about best 
practices for conducting research with rural 
Latino youth that shaped our research devel¬ 
opment and implementation: [1] How can we 
best develop and strengthen community rela¬ 
tionships and community engagement in the 
research? [2] What considerations are im¬ 
portant when staffing our study, and how can 
we best support staff to do this work? [3] 
How can we engage youth’s perspectives in 
this study? [4] How can we develop culturally 
appropriate research protocols? 

Below we present the methodological 
strategies developed in response to these 

Extensive training in research methods 
was provided to the A Crecer research staff. 
In-person sessions facilitated by San Francis¬ 
co-based staff were valuable not only in terms 
of building capacity and skills among the 
newly hired junior members, but also in 
providing opportunities for the junior mem¬ 
bers to share knowledge about youth in Sa¬ 
linas with the more senior members, and for 
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team bonding. Trainings included topics such 
as ethics and adherence to Institutional Re¬ 
view Board protocols; effective recruitment 
techniques; quantitative interview admin¬ 
istration; in-depth qualitative interviewing; 
adolescent development and health issues; 
SDH research; and how to provide facilitated 
referrals for distressed participants. Several 
presentations of local public health data by 
Monterey County Health Department staff 
strengthened knowledge of adolescent health 
inequities. Trainings were ongoing and re¬ 
sponsive to the needs of the junior research 
staff. For example, when staff members re¬ 
marked that numerous participants were 
worried about firearm incidents that had tak¬ 
en place in town, an adolescent health physi¬ 
cian from the research team (Marissa Ray- 
mond-Flesch] conducted a session on tech¬ 
niques for supporting youth exposed to vio¬ 
lence and self-care for staff working with vul¬ 
nerable youth. 

Incorporating youth’s perspectives 

The question, How can we engage 
youth's perspectives in this study?, has been 
central to A Crecer from its inception. As a 
means of learning about youth’s perspectives 
early in the study, we convened eight focus 
groups with youth recruited from participat¬ 
ing middle schools as well as from Salinas 
youth leadership programs. (Findings from 
these focus groups have been published 
elsewhere; see Raymond-Flesch et al. 2017] 
Recruitment for these groups was conducted 
using strategies developed with input from 
the Principal or Vice-Principal at each school, 
as well as the CAB. Information sessions, held 
on campus at lunch, offered students an op¬ 
portunity to learn about A Crecer, sign up for 
a focus group and talk informally with mem¬ 
bers of the research staff. 

To secure parental support for the focus 
groups, we solicited input from local imple- 
menters of family-based prevention pro¬ 
grams and met directly with parents during 
regularly scheduled parent meetings at each 
of the middle schools where the focus group 
recruitment was to be conducted. At each 
parent group, the study staff introduced A 
Crecer and its objectives; modelled a focus 
group discussion with the parents, having 
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them role play the activities that would be 
conducted with participants during the 
group; discussed parent permission ap¬ 
proaches; solicited input on what parents saw 
as the greatest needs for youth in the com¬ 
munity; and offered an interactive education¬ 
al session on adolescent health issues at a fu¬ 
ture date. These presentations were either 
bilingual or conducted in Spanish. Each 
presentation was led by one member of the 
San Francisco-based team or the local Co-I 
and a bilingual and bicultural field coordina¬ 
tor who was from the Salinas community. 

A total of 42 youth participated in the 
eight focus groups, which followed an innova¬ 
tive structure. Rather than posing questions 
to the entire group, youth were engaged in a 
series of activities aimed at generating con¬ 
versation. In the first activity, participants 
used stickers to rank their relative agreement 
or disagreement with statements about fami¬ 
ly, gender and relationships (e.g. 'It is very 
important for a guy to get respect from oth¬ 
ers', 'A woman must be a source of strength 
for her family’]. They were then encouraged 
to discuss why and how strongly they agreed 
or disagreed with each statement. In the se¬ 
cond activity, participants drew maps of their 
community, with prompts to include their 
home, school, recreational areas and trans¬ 
portation methods, and to indicate places 
where they felt safe and unsafe. Participants 
then presented their maps to the group, indi¬ 
cating points of interest and providing further 
details (see Figure 2], 

Our final best practices question, Flow 
can we develop culturally appropriate re¬ 
search protocols?, is of utmost importance to 
our team. We aim to conduct rigorous re¬ 
search that will yield knowledge that is useful 
and actionable to those directly concerned 
with the health and wellbeing of youth in Sa¬ 
linas and similar agricultural areas. It is 
therefore tremendously important that youth 
and their parents feel comfortable with, and 
preferably enthusiastic about, participation in 
the study. To this end, the A Crecerteam ac- 
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tively solicited and incorporated information 
regarding local culture, terminology and 
norms to inform recruitment and interview¬ 
ing procedures for the cohort study. We drew 
heavily on the knowledge and insights of the 
Salinas-based staff members, led by the Pro¬ 
ject Coordinator, particularly regarding how 
to best approach youth and their parents 
about study participation. Staff framed the 
study as exploring 'what it is like to be a teen 
in Salinas', and encouraged students to con¬ 
sider participating as a way to ‘share your 
voice’ and contribute to the community. The 
staff also noticed that peer leaders could 
quickly set the tone for whether youth would 
express interest in study participation, and 
they consciously adopted strategies of 
'matching the tone’ of exuberant students, 
generating a sense of shared enthusiasm, 
while also telling students that they could join 
the study with friends and come to interview 
appointments together. As recruitment pro¬ 
ceeded, the staff noted that they had devel¬ 
oped ways of adjusting recruitment to differ¬ 
ent environments (schoolyards vs class¬ 
rooms), groups ('popular' kids as compared 
to quieter youth who kept to themselves) and 
even schools (noting that students in some 
schools wanted many details about participa¬ 
tion, whereas in others the main focus was on 
concerns about confidentiality). 

Early on in their recruiting, the Salinas- 
based staff discerned that both youth and 
their parents had concerns about what was 
meant by a 'research interview'. Realising 
that many people think of an interview in 
terms of what is seen on television news or 
talk shows, the staff began proactively ex¬ 
plaining the quantitative interview more con¬ 
cretely. For example, they described the sur¬ 
vey as 'multiple choice’ and reiterated that 
youth could skip any questions they did not 
want to answer. They also specified that the 
answers were entered directly into a comput¬ 
er, which youth and parents alike found reas¬ 
suring, often telling staff that they had been 
concerned that youth would be asked to write 
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down responses. These explanations also 
helped parents understand A Creceras a re¬ 
search study, as opposed to an after-school 
program. In addition, the staff learned that 
parents were sometimes hesitant to enrol 
their children in A Crecer because they feared 
negative consequences for their child if they 
were unable to bring him or her to an inter¬ 
view appointment. The staff therefore made 
sure to explain to parents that children were 
never penalised for missing appointments. 
They also clarified that parents did not need 
to stay on site during the interview, recognis¬ 
ing that many parents had multiple responsi¬ 
bilities and could not spare the time to wait. 
These efforts to assuage parents' concerns 
yielded not only higher numbers of enrolled 
study participants, but also a sense of pride 
among students and their parents who began 
to see study participation as a way of contrib¬ 
uting to the community and benefiting youth. 
Building on this perspective, we partnered 
with local school officials to arrange for youth 
to receive community service hours for their 
participation in A Crecer. 

Focus group findings also informed pro¬ 
cedures for recruitment and obtaining parent 
permission for the cohort study. Based on 
parent feedback obtained through recruit¬ 
ment for the focus groups, the staff developed 
a telephone-based verbal parent permission 
process that ensured parents had opportuni¬ 
ties to talk privately by phone and also to 
meet staff in person, either at our study office 
or at one of the five community-based inter¬ 
view locations, in advance of having their 
child enrol in the study. Concerns about liter¬ 
acy were also raised by youth during the fo¬ 
cus groups, which confirmed our decision to 
use audio computer-assisted self¬ 
interviewing [ACASI] for the more sensitive 
questions, and staff emphasised during re¬ 
cruitment that youth were not required to 
read or write on their own in order to partici¬ 
pate. Finally, we made use of multiple oppor¬ 
tunities to build legitimacy within the com¬ 
munity. For example, on two occasions, Salin¬ 
as-based staff members were interviewed by 
a teen-led youth radio show that aired on a 
bilingual radio station as a means of raising 
awareness about the study and demonstrat¬ 
ing engagement with the community. 
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Discussion 

When conducting studies on SDH in 
communities that experience inequalities and 
marginalisation, researchers must be mindful 
of how the same conditions that may shape 
health disparities may also affect whether 
and how community members engage with 
research. We take A Crecer's ability to engage 
parents and school partners, achieve enrol¬ 
ment targets and sustain high retention to 
date as indicators that our approach has been 
successful, not only by research but also by 
community standards. 

Importantly, this engagement has also 
helped us to ensure that our research focus is 
well aligned with parents’ and youth's priori¬ 
ties and community objectives regarding the 
promotion of adolescent wellbeing. While A 
Crecer brings attention to challenges faced by 
youth in Salinas and an evidence base for tai¬ 
lored solutions to address these challenges, 
the study team has been cognisant of the po¬ 
tential for reinforcing a negative image of Sa¬ 
linas through the study findings. In focusing 
research on two of the most pressing public 
health problems facing Salinas teens (teen 
pregnancy and risk of violence], we have 
strived to also acknowledge the importance 
of understanding resilience among adoles¬ 
cents who are engaged in school, volunteer in 
a community to which they feel attached and 
are connected to families with whom they 
share strong bonds. It has been a priority of 
the A Crecer team to be vigilant about slip¬ 
ping into a problem-based characterisation of 
'at-risk' youth in a disadvantaged community, 
and instead choosing to align with a growing 
movement to investigate what helps a com¬ 
munity thrive, building on the strengths of its 
residents and a proud cultural heritage. Col- 
laboratively, the research team has chal¬ 
lenged itself to incorporate protective factors 
such as school connectedness, resilience and 
a future orientation towards the measures of 
influences that lead to a positive trajectory. 
This focus grew naturally out of the strong 
community-research linkages forged by in¬ 
tentional community engagement during the 
formative stages of the study. This more bal¬ 
anced approach respects and nurtures grow¬ 
ing community pride and has been welcomed 
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by CAB members, YAB members and local 
stakeholders. 

Our team is fully committed to the ap¬ 
proach described in this article. We recognise 
that such engagement requires time, re¬ 
sources and a willingness of all parties to lis¬ 
ten, be transparent and remain open-minded. 
It has been important - and meaningful - in A 
Crecer for the San Francisco-based research¬ 
ers to spend entire days in Salinas in an effort 
to better understand the context in which the 
study takes place, meet face to face with 
community partners and problem-solve on 
site with the local staff. Likewise, the Salinas- 
based research staff have worked evenings 
and weekends in order to maximise their 
ability to connect with parents, teachers and 
other community members, shared their ob¬ 
servations and experiences in order to inform 
the aspects of the research that can be 
adapted to the local culture, and maintained 
the research protocols that need to be stand¬ 
ardised with equanimity and good humour. 
Within a study that focuses on rural Latino 
youth, many of whom contend with immigra¬ 
tion, acculturation, poverty and other issues 
that could potentially affect health outcomes, 
such efforts to create community-level trust 
and buy-in are key conditions for the produc¬ 
tion of high-quality data that can be used to 
support resources, solutions and paths for¬ 
ward. 

Conclusion 

Work that will meaningfully affect SDH 
must be conducted in ways that not only 
acknowledge community challenges but also 
recognise and build upon resilience. Taking 
this approach promotes a growing communi¬ 
ty awareness of the barriers resulting from 
SDH and the drive to address these factors to 
further the development of a safe and thriving 
community. In the case of our research with 
rural Latino youth, building in the active par¬ 
ticipation of the actors in charge of the set¬ 


tings where adolescents live, such as educa¬ 
tors and parents, was crucial. Indeed, devel¬ 
oping these community partnerships and 
working to maintain them through accounta¬ 
bility and transparency helped expand the 
reach of our study to a greater number of res¬ 
idents, thereby promoting community en¬ 
gagement and expediting participant re¬ 
cruitment. Likewise, we found that by engag¬ 
ing local opinion leaders - including youth - 
early in the research process, support for the 
study spread through multiple channels, min¬ 
imising the barriers that could have arisen for 
community members who feel wary of out¬ 
siders and instead prompting parents to come 
forward and enrol their children in what was 
perceived as a positive community-focused 
activity. 

Despite their importance, building com¬ 
munity partnerships and providing avenues 
to hear the voices of a study population is not 
sufficient. In order for research among vul¬ 
nerable groups to be as relevant and ethical 
as possible, community perspectives and ex¬ 
pertise must be deeply integrated into the 
study itself. Two channels for this are re¬ 
search staff and protocols, the heart and soul 
of a study. By hiring young people from the 
local community and valuing and building 
their knowledge, we hope not only to im¬ 
prove the quality of our current work, but 
also to help train the next generation of 
scholars. Similarly, by designing protocols 
that are culturally appropriate and respectful, 
we aim to broaden the community's under¬ 
standing of research, degree of comfort en¬ 
gaging with it, and expectations that it should 
lead to solutions that will be feasible and ef¬ 
fective. In working towards these goals, we 
hope that A Crecer will live up to its name¬ 
sake by providing opportunities not only to 
learn, but for all of us involved - youth, com¬ 
munity and researchers - to grow. 
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